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Q&A with Eleanor Pyart

Q. How did you come to work at
the National Amyloidosis
Centre in your current role?

A. It was serendipitous that I found
the job advert and rang up to
see if they’d consider me, then 
I got offered a different job to
the one I’d applied for.

Q. What does a typical day for
you involve? 

A. I give the radiolabelled SAP
injections to the patients and
make sure everything in the
clinic is running smoothly.

Q. What do you like most about
your role? 

A. I like having time to spend with
patients; this, I hope, reassures
patients about what they can
expect. I also like working with
my colleagues - we have a large
multidisciplinary team all
working hard to the same end
of improving patient care. 

Q. What do you like least about
your role? 

A. Early starts!

Q. If you could give one piece of
advice to the AL amyloidosis
patients you see at the NAC
what would it be? 

A. Take a list of questions for the
doctor. The ones in the back of
the AL amyloidosis booklet are
a good start. 

IN THIS ISSUE

Welcome
Welcome to the latest issue 
of AL amyloidosis Matters.

In this issue we focus on the
importance of avoiding fluid
overload for AL amyloidosis
patients and also highlight
current clinical trials in AL
amyloidosis including some of
the considerations for patients
who are asked to participate in 
a clinical trial. I’m delighted that
we also have a short interview
with Eleanor Pyart, one of our
colleagues at the National
Amyloidosis Centre.

If you have any suggestions for
future articles for the newsletter
or if you would like to provide a
patient experience, please
contact Sue Perkins on 0131 
557 3332 or email
sue.perkins@myeloma.org.uk 

We hope you find this issue
interesting and informative.

Eric Low OBE
Chief Executive

AL amyloidosis Matters
For feedback, comments 
and questions about 
AL amyloidosis Matters
contact Sue Perkins on 
0131 557 3332 or email
sue.perkins@myeloma.org.uk

Clinic Co-ordinator at the 
National Amyloidosis Centre
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Light chain levels and the development of AL amyloidosis  
Researchers have carried out a retrospective analysis of serum samples
of 20 AL amyloidosis patients taken at varying times before diagnosis,
compared to the serum of 20 healthy controls matched for age, sex,
race and age. A monoclonal light chain was detected in 0% of the
control samples. However, a monoclonal light chain was detected in
100% of the AL amyloidosis samples taken less than four years before
diagnosis; in 80% of samples taken between 4 – 11 years before
diagnosis; and in 42% of samples taken more than 11 years before
diagnosis. This analysis demonstrates that increasing monoclonal 
light chain levels precedes the development of AL amyloidosis for 
many years. 

A new prognostic predictor in AL amyloidosis?
Osteopontin is a protein secreted by a variety of human cell types 
and is known to be a prognostic predictor in various cardiovascular 
diseases.

In a retrospective study of 150 newly diagnosed AL amyloidosis 
patients, osteopontin levels were found to be associated with kidney
function, number of organs involved, eligibility for high-dose therapy 
and stem cell transplantation and severity of cardiac amyloidosis. 

Patients had better outcomes with lower levels of osteopontin.
Osteopontin appears to be a valuable prognostic marker in 
AL amyloidosis patients, especially if looked at in combination with 
other proven prognostic markers such as Troponin-T (cTnT) and 
NT-proBNP.  

Relapsed and/or refractory AL amyloidosis patients achieve
good responses on Revlimid 
In a recent trial of 84 AL amyloidosis patients previously treated with
either thalidomide or Velcade® (bortezomib), 61% responded to
treatment with Revlimid® (lenalidomide) and dexamethasone, of which
20% were complete responses. 16% achieved an organ response at 
six months, with a marked improvement in organ responses in patients 
on long-term treatment (median duration 11 months). 55% of patients
achieved renal (kidney) responses by 18 months. 

The authors of the study noted that the rate of renal responses 
among patients who received prolonged treatment with Revlimid-
dexamethasone was unexpectedly high, raising the possibility that 
the immunomodulatory effects of Revlimid treatment might speed up 
the otherwise slow natural regression of amyloid deposits. 

News&Notes
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ANY QUESTIONS?
Call our Infoline on 0800 980
3332 or visit
www.myeloma.org.uk/amyloidosis

THE 3DS IN 
10SECONDS

• One of the most common and
serious complications in AL
amyloidosis is fluid overload

• Patients with fluid overload
may develop swelling in the
legs or difficulty breathing

• Fluid overload can be avoided
by careful attention to the
three Ds: diet, diuretics and
daily weight checks 

Medicalmatters
The 3Ds – diet, diuretics 
and daily weight checks
Author: Jude Leitch, Patient Information Specialist

People with a variety of conditions, and often those receiving chemotherapy, can be told to drink plenty of
fluids. In AL amyloidosis, however, this advice is inappropriate and can in fact be dangerous. One of the most
common and serious complications in AL amyloidosis is fluid overload. This happens when the kidneys are
unable to pass enough urine and fluid collects in the body. AL amyloidosis patients with fluid overload may
develop swelling in the legs (oedema) or difficulty breathing due to heart failure.  

WHY CAN FLUID OVERLOAD
OCCUR IN AL AMYLOIDOSIS?

Many patients with AL amyloidosis
have amyloid deposits in the
kidneys and/or in the heart. Amyloid
deposits in the kidneys typically
affect their ability to filter the blood.
Amyloid deposits in the heart cause
it to become unusually stiff and
unable to pump efficiently. The
combination of these two problems
means that AL amyloidosis patients
can be unable to cope well with
excess fluids. Indeed, even if one 
of these organs is affected by
amyloidosis, excess fluids can 
make matters worse. 

In the Myeloma UK-funded
ALchemy study at the National
Amyloidosis Centre (looking at
chemotherapy treatment in AL
amyloidosis patients), fluid overload
has been clearly identified as the
most common serious side-effect
patients encounter. 

WHAT ARE THE SYMPTOMS OF
FLUID OVERLOAD?

Fluid overload causes a variety of
symptoms including: 

• Swelling in the feet, ankles or
lower legs (oedema) or in the
abdomen (ascites) 

• Rapid increase in body weight due
to fluid build-up

• Tiredness

• Coughing or difficulty breathing
when lying flat 

WHAT CAN BE DONE TO
REDUCE THE RISK OF FLUID
OVERLOAD? 

Fluid overload can be avoided by
careful attention to the three Ds:

• Diet

• Diuretics

• Daily weight checks 

DIET 

It is important to keep your fluid
intake stable and not exceed 
1.5 litres (about 3 pints) per day.
You should also keep the amount 
of salt you have in your food to a
minimum. 

This means not only the salt you
add when cooking or to your plate,
but also avoiding food with a high
salt content such as crisps, bacon
and canned soups.

DIURETICS 

Doctors will often prescribe
diuretics (water tablets) which help
the body to get rid of excess fluid
and salt in the urine. This can help
to reduce ankle swelling and
breathlessness. Diuretics are only
effective alongside controlling your
salt and fluid intake.

DAILY WEIGHING 

An increase in weight can be an
early sign of fluid overload. If your
doctor thinks you may have a
problem with fluid overload you
could be asked to weigh yourself
daily. It is important you weigh
yourself using the same scales at
the same time each day. This is
best done first thing in the morning
after passing urine, just wearing
underwear. Although it is usual for
your weight to fluctuate a little from
day-to-day, if your weight increases
several days in a row you should tell
your doctor or nurse. 
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A great deal of research is going on
to find more effective and less toxic
drugs for myeloma. These clinical
trials may benefit some AL
amyloidosis patients because the
same types of drugs are used for
treatment of both myeloma and AL
amyloidosis.

CLINICAL TRIALS

Clinical trials are planned research
investigations in which patients take
part. They test new drugs or new
combinations of current treatments,
or compare different ways of using
current treatments to see whether
these are better than current
standard treatment.

Clinical trials are run according to a
strict study plan called a protocol
which governs how the trial will take
place, including how many patients
will take part, what tests they will
receive and how often, and the
treatment plan.

There are different types and stages
(or phases) of clinical trials. Each
trial is designed to ask and answer
specific questions in a way that
provides reliable information which
ultimately leads to decisions about
which treatment should become
available for patients.

In AL amyloidosis trials, the
effectiveness of a new treatment is
measured through one or more of
the following:

• A reduction in the activity of the
AL amyloidosis (response to
treatment)

Clinical trials and AL amyloidosis
Author: Sue Perkins, Service Development Manager

• The extent to which the new
treatment can extend the length
of remission

• The extent to which the new
treatment can prolong life

• An improvement in quality of life

In order to measure these
parameters, patients are monitored
regularly during and sometimes
even many years after they have
completed the trial treatment.

WHAT TO THINK ABOUT
BEFORE PARTICIPATING IN A
CLINICAL TRIAL

It is important patients understand
what is involved so that they can
make an informed decision. This
includes knowing and
understanding the trial treatments
and tests involved; the possible
advantages and disadvantages
they may have; the length of the
trial and why the trial is being done.

Patients might want to read

This article covers what clinical trials are, what to think about before taking part in a clinical trial and
summarises the clinical trials taking place at the moment in the UK for AL amyloidosis patients.

Special feature

information specifically related to
the trial which can be provided by
the doctor or nurse involved in the
trial. This information should
describe what is involved and what
patients should expect.

It is also worth looking for
information about the trial and the
treatments involved from other
reliable sources, such as Myeloma
UK. Patients might want to talk to
the doctor, research nurse or the
Myeloma UK Infoline Team as well
as other patients participating in the
trial. Family and friends can also
help with reaching a decision about
whether or not to take part.

Every patient is different and will
have their own priorities, concerns
and lifestyle – all of which can play
a significant part in making a
decision.

It may help to understand what the
possible reasons for taking part, or
not, in a clinical trial are. 
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For more information on clinical trials
Visit www.myeloma.org.uk/clinical-studies-infoguide to download
a copy of our Clinical Studies Infoguide or call the Infoline on 
0800 980 3332 if you have any questions.

CURRENT CLINICAL TRIALS FOR 
AL AMYLOIDOSIS PATIENTS
ALCHEMY TRIAL (AL AMYLOIDOSIS CHEMOTHERAPY)
This trial, initially funded by Myeloma UK and open at the National
Amyloidosis Centre (NAC), involves intensive monitoring of
patients with a focus on quality of life before, during and after
chemotherapy. 

It is open to all patients with AL amyloidosis who are in need 
of treatment and who have not had previous treatment. So far 
the trial has shown that patients benefit from more intensive
monitoring; this is now standard clinical practice for patients 
seen at the National Amyloidosis Centre.

REVEAL TRIAL
This trial is open at the NAC and a number of other hospitals. 
It is comparing cyclophosphamide, Velcade and dexamethasone
(CVD) against Velcade and dexamethasone (VD) in AL amyloidosis
patients with cardiac involvement.  

TOURMALINE AL 1 TRIAL
This trial is open at the NAC, University Hospital Birmingham,
Oxford University Hospitals NHS Trust and Manchester Royal
Infirmary. It is looking at ixazomib citrate, a new drug similar to
Velcade but taken orally in combination with dexamethasone,
compared to the doctor’s choice for relapsed and/or refractory 
AL amyloidosis patients. 

The trial is open to patients with AL amyloidosis which affects
their heart and/or kidneys who have already had one or two
treatments.  

EMN 03
This trial will open soon and will compare two different
chemotherapy treatments: melphalan in combination with
dexamethasone (MDex) against a combination of Velcade,
melphalan and dexamethasone (BMDex) in newly diagnosed 
AL amyloidosis patients.

BONE MARROW PLASMA CELL TRIAL
This trial is open at the NAC and is looking at the characteristics
of abnormal bone marrow plasma cells in AL amyloidosis
patients. It involves taking an additional bone marrow sample at
diagnosis for analysis and is open to AL amyloidosis patients at
diagnosis or on completion of treatment.

REASONS TO TAKE PART:

• Participating in a clinical trial offers
the chance to get the best possible
current treatment or a new
treatment which might not otherwise
be available

• Patients on a clinical trial will be
closely monitored by specialist
doctors and nurses throughout 

• Taking part helps researchers
improve the treatment given to
patients in the future

• Clinical trials enable important
questions to be answered more
quickly as more people take part in
trials

• In most cases patients are free to
withdraw from the trial at any time,
provided they have discussed this
first with their doctor or nurse

REASONS NOT TO TAKE PART:

• The new treatment might not be
better than the current treatment;
one of the aims of clinical trials is to
determine whether this is the case
or not

• The new treatment used in the
clinical trial might cause unexpected
side-effects, although patients will
be closely monitored for these 

• The new treatment might not work
for every patient – as with current
treatments, not every new treatment
is guaranteed to work in all patients

• Patients who choose not to take
part in a clinical trial will still get
appropriate treatment consisting of
current best practice 

If you are interested in participating in
a clinical trial the first step is to talk to
your doctor or nurse at your next
appointment. Taking part in a clinical
trial is entirely voluntary, is always the
patient’s decision and should not be
taken lightly. 
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Jennifer and I have always been
active, outdoor people. We loved
walking and have covered many
miles of the UK coastline on our
holidays. When I was in my early 60s
I reduced work to be semi-retired as
Jennifer had already taken early
retirement. 

By the time I was 67 years old I
noticed that I was increasingly
breathless when walking up inclines
and facing into headwinds. I put this
down to too many birthdays and too
much of a paunch! However, when I
began to get “cold bands” across my
chest and down my left arm my wife
persuaded me to see my GP. 

He carried out some tests and then
referred me to Dr Rajah Nata, a
cardiologist at my local hospital in
King’s Lynn. There I had a series of
very thorough tests, including an
echocardiogram, and was then sent
to Papworth Cardiac Hospital for an
angiogram and heart MRI.  

The consultant at Papworth said he
would have bet his mortgage on
finding that I had a blocked artery
and was so surprised this was not
the case that he repeated one test
twice. Thankfully Dr Nata had 
AL amyloidosis on his radar and
mentioned to me that my problems
might be related to protein.

He referred me to the National
Amyloidosis Centre (NAC) in London
for a further two days of tests in
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November 2011 where I had
another echocardiogram, SAP and
DPD scans as well as a fat biopsy
and bone marrow aspirate. Dr
Julian Gillmore at the NAC then
informed me, gently and
sympathetically, that I had AL
amyloidosis. My first response was
“AL what?”; I had never heard of AL
amyloidosis and neither had my
wife, despite her working as a
medical secretary for over 30 years.

My GP told me that I was his first
AL amyloidosis patient in 35 years
and joked that he would be able to
boast about me to his colleagues. I
now know that I was blessed that
Dr Nata knew about AL amyloidosis
and that this helped me to be
diagnosed so promptly.

I made the decision to find out as
much as possible about AL
amyloidosis. When I came home
after my diagnosis I looked on
Google, conscious of the need to
be selective of which sites I visited
for information. I decided to open
the Myeloma UK site where I found
a wealth of information and
support. I have used lots of
Myeloma UK services, including 
the Infoline, patient information
publications (printed and online)
and the Ask The Nurse email.

My recommended treatment was
Velcade, Melphalan and
Prednisolone (VMP) but the NHS

would not fund this as a first line
treatment. 

I sought help from Myeloma UK
and my local consultant
haematologist, Dr Martin Lewis,
and while we challenged this
decision I was put on thalidomide
which I felt was not offering me the
best treatment available. 

In the end the challenge was not
necessary as I was unable to
tolerate thalidomide, finding it left
me gasping for breath. My
treatment was stopped before I’d
finished the first cycle and I started
VMP. After three cycles my light
chain readings were not improving
and my treatment was changed to
Revlimid (lenalidomide) with
dexamethasone/prednisolone. 

I’m currently on my 22nd cycle of
Revlimid with four weeks on and
one week off and see my
consultant at the end of every
cycle. The treatment has required
adjustment to achieve the best
response/life quality ratio. My free
light chains have now shown an
80 – 90% response and I am
currently on a maintenance dose. 

Although Revlimid caused a rash, 
I found the side-effects from the
steroids to be the most difficult as
they were also the same as, and
exacerbated the symptoms of my
heart failure including
breathlessness, racing pulse and

Patient
experience

Winston was born in the Shetland Isles during World War Two and now lives near King’s Lynn in
Norfolk with his wife, Jennifer. He is retired from working in logistics and freight forwarding.

‘AL what?’ – Winston Leask  
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fluid retention. I also had problems
because of my compromised
immune system, necessitating
several stays in hospital to treat
infections. Other problems included
peripheral neuropathy in my fingers
and toes; I already had mild carpal
tunnel in one of my hands.

Treatment also affected my taste
buds to the point where I could no
longer eat potatoes or bread, or
tolerate the smell of toast – which 
I usually love – or drink tea and
coffee. Thankfully this has now
eased.

One of the biggest difficulties has
been the need to limit activities
such as walking, because I get very
tired. I also get dizzy and breathless
if I bend down, for example to put
on socks or footwear, so Jennifer
helps me with this. I joke that,
where important people have a
“minder”, I have a “bender” to bend
for me!

Winston with Jennifer

My biggest support throughout my
AL amyloidosis has been my
Christian faith which is very
important to me and there are lots
of friends within my church circle
who are praying for me. My wife,
Jennifer, has been there for me
throughout this, as have my family.
Although I have not met anyone
else with AL amyloidosis locally, I
attend the Myeloma UK AL
amyloidosis Infodays and talk to
other patients at my NAC
appointments. The Macmillan
Centre in King’s Lynn, where I go to
receive my pamidronate infusions,
is also wonderful. The staff and
other patients are on first name
terms and there is a very supportive
and social atmosphere. 

I now visit the NAC every nine
months and my consultant, Dr Ashu
Wechalekar, who has looked after
me since my diagnosis, is excellent.
I also find that all of the healthcare

professionals involved in my care
network so well together and keep
me informed. I’m copied into
correspondence such as test
results and reports, which Darren
Foard, my specialist nurse at the
NAC, helps me to understand.
Darren also phones me now and
then just to check how I’m doing,
which I very much appreciate.

I feel grateful that my AL
amyloidosis is confined to my heart
and that scans have shown no
other amyloid deposits. I have also
responded well to treatment and
haven’t become any more ill than I
was two and a half years ago.
When I was first diagnosed I asked
for an honest prognosis; God has
spared me for double that length of
time and I am convinced that with
all of the recent advances in
treatment and new research the
outlook for all AL amyloidosis
patients will continue to improve.

If you are interested in sharing your experience please contact Sue Perkins on 0131 557 3332 or
sue.perkins@myeloma.org.uk
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Fundraising news

To raise money for AL amyloidosis
research or the support and
information services provided by
Myeloma UK, call our Fundraising
Team on 0131 557 3332 or email
fundraising@myeloma.org.uk

On 21 June, in glorious sunshine, 
just over 100 people gathered for a
BBQ which had been organised by
Martin Bolton-Smith at the Dragon
Inn, Colgate, West Sussex, in
support of the research being done
at the National Amyloidosis Centre. 

Martin was full of praise for the
support he received from landlord
and landlady Robin and Nikki –
especially for the delicious food, 
and as always, Martin and his wife
Cheryl’s family and friends
volunteered to help with all the jobs
from erecting signs to clearing away
rubbish. Martin also managed to
persuade local businesses, family
and friends to donate raffle prizes.

Cheryl, who has AL amyloidosis
affecting multiple organs said, 
“It was my best day out in ages. 
I wanted it to go on forever.” 

The BBQ, which raised £4,347 for
the UCL Amyloidosis Research Fund,
is the type of “easy fundraising event”
Martin hopes will inspire others to
organise for amyloidosis. 

Martin is now busy getting fit for his
biggest charity event this year, the
London to Brighton cycle ride on
September 7th. He will be seeking
sponsorship in aid of the UCL
Amyloidosis Research Fund and
setting up an online donation page
through Justgiving.

Bangers and burgers
raise £4,347 for 
AL amyloidosis

Myeloma UK Broughton House, 31 Dunedin Street, Edinburgh EH7 4JG   Tel: 0131 557 3332
Email: myelomauk@myeloma.org.uk   www.myeloma.org.uk/amyloidosis   Charity No. SC 026116

Sonny Peart conquers the 
Edinburgh Marathon

Sonny Peart, previously featured in
the summer issue of AL amyloidosis
Matters, took on the Edinburgh
Marathon in May through sun and
rain, conquering it in a time of 3hrs

Sonny Peart 

51mins and raising an incredible
£2,237 for Myeloma UK. 
Sonny decided to raise money and
awareness of AL amyloidosis and
the work of Myeloma UK by running
in the Edinburgh Marathon because
until his Mum, Yvonne, was
diagnosed with the condition he
had never heard of it. 
Sadly Yvonne died in June, but not
before his successful marathon run
had taken place. Sonny said, “It
was a great comfort to her that she
knew of my Edinburgh Marathon
fundraising efforts before she died
and she was very grateful to
everyone who sponsored me.”
Maggie Rankin, Community
Fundraiser at Myeloma UK said,
“We send our sincere condolences
to Sonny and his family on the loss
of his mother Yvonne. It is wonderful
that she was around to hear about
Sonny’s success in the marathon.
A big thank you goes from Myeloma
UK to Sonny and all his sponsors,
the money raised will help us make
a big difference to people affected
by AL amyloidosis.”

Myeloma UK 
Christmas Cards 2014

Our new range of Christmas
cards are now available. 

To take a look and place an order:

• Visit www.charitycardshop.com/
myelomauk 

• Call 01227 811625 for more 
information 
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